Examining the range of strategies mothers use to cope when caring for a child with an intellectual disability by Evans, David & Strnadova, Iva
141
6
Examining the range of  strategies mothers use 
to cope when caring for a child with an intellec-
tual disability.
David Evans and Iva Strnadová
Introduction
The functions of  a family, including reproduction, care of  the individual and 
education can be disturbed in a family that has a member with a disability or 
special education needs. In such families there are reports of  heightened levels 
of  stress (Mulroy, Robertson, Aiberti, Leonard, & Bower, 2008) and, at the 
same time, a need to acquire strategies for coping with stress (Twoy, Connolly, 
& Novak, 2007). While there may be a number of  variables that may contrib-
ute to heightened levels of  stress in these families (e.g. socio-economic status, 
marital harmony) this paper is primarily concerned with the stresses identifi ed 
in caring for a child with a disability. 
A number of  studies highlight the stress factors infl uencing the func-
tioning and the well-being of  families of  children with an intellectual 
disability (e.g. Baker, Blacher, Crnic & Edelbrock, 2002; Emerson, Hat-
ton, Llewellyn, Blacher, & Graham, 2006; Mulroy et al., 2008; Margalit & 
Kleitman, 2006; Oelofsen & Richardson, 2006). The coping strategies de-
veloped by families to overcome or manage these stressors are not always 
clearly articulated due to the type of  research methodology (e.g. use of  
surveys, questionnaires) and depth of  analysis. The use of  a more open-
ended interview based methodology may assist in realising, to a greater 
extent, the stressors families face, and the coping strategies they develop. 
The purpose of  this paper is to identify those variables that create stress 
in the lives of  mothers caring for children aged fi ve to 13 years with an 
intellectual disability, and examine the range and type of  coping strategies 
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reported by mothers to address these stressors. In conducting this study, 
parents were selected by a mediating service (i.e. the school), evidence of  
stress was established through more than one source of  data (i.e. survey, 
interview) and stressors and coping strategies identifi ed through analysis 
of  interview data. Concluding commentary will focus on future research 
being conducted into coping and stress in families raising a child with an 
intellectual disability. 
Literature Review
There are a number of  models that conceptualise the stress and coping 
process in families of  children with an intellectual disability. The gen-
eral model of  transactional stress posed by Lazarus and Folkman (1984) 
indicates, ‘an individual’s response to a potential stressor is determined 
by a two-stage process of  appraisal’ (Oelofsen & Richardson, 2006, p. 
1). An assessment is undertaken of  the current stressor and the existing 
resources are thus examined in light of  their suitability in coping with 
the potentially stressful situation. Coping, in this model, as within a num-
ber of  models, is defi ned as the manner in which the person engages or 
interacts with their environment in order to deal with the stressor. This 
interaction could differ from one occasion to another, depending on per-
sonal resources (e.g. well-being), and other events that may mediate the 
interaction (e.g. drawing on external services). 
The ‘Process Model of  Coping’ by Lazarus and Folkman (1984) contin-
ues to be the foundation of  research in the area. It articulates two groups 
of  coping strategies, emotion-focused coping strategies (e.g. relaxation, 
religion, avoidance of  stressful situations, releasing emotions by crying/
laughing, adopting the ‘one day at a time’ approach to life, developing 
further as a person) and problem-focused coping strategies are also cited. 
The problem-solving coping strategies are further divided in relation to 
those that are directed at an external source of  stress (e.g. learning a new 
skill, asking for social support for practical help, believing in improvement 
in terms of  their children’s abilities, searching for information) and those 
directed at an internal source of  stress (e.g. cognitive reappraisal, remind-
ing oneself  how much worse the situation could be, drawing on strategies 
learned from professional support). 
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The model posed by Lazarus and colleagues (e.g. Lazarus, 1996, 2000; 
Lazarus & Folkman, 1984) to conceptualise the stress and coping process 
has been the basis for other models. The Double ABCX model of  fam-
ily stress and coping developed by McCubbin and Patterson (1983), for 
example, draws from the model by Lazarus and Folkman (1984). The 
adjusted model posed by McCubbin and Patterson includes two key vari-
ables important for intervention in families when supporting adaptation 
to stress. These are (a) use of  family resources and (b) perception of  
stressful events (Orr, Cameron, & Day, 1991). While this model retains 
the fi rst part of  the model proposed by Lazarus and Folkman (i.e. the as-
sessment stage), it places an emphasis on time and situation (e.g. number 
of  demands being placed on the parent), and ‘the mediating infl uence 
of  adaptive resources … on parental coping’ (Oelofsen & Richardson, 
2006, p. 2). These resources complement those identifi ed by Folkman, 
Schaefer and Lazarus (1979) which included (a) general and specifi c be-
liefs, (b) health/energy/morale and (c) utilitarian resources (e.g., money, 
tools, training programs).
The purpose of  this study is to (1) investigate the level and sources of  
stress experienced by mothers of  children with an intellectual disability 
and (2) to examine the coping strategies used by the mothers to resolve or 
minimise the impact of  these stressors.
Methodology
The presented research focused on the life experiences of  mothers of  school-
aged children with an intellectual disability, with the aim of  gaining a deeper 
understanding of  the stressors in the families and the coping strategies the 
families adopted in order to cope with the stressors. As the researchers were 
aware of  the complexity of  the social context of  their research, they decided 
to incorporate both quantitative and qualitative techniques of  research. As 
stated by Morse (2002; in Mertens & McLaughlin, 2004), ‘by using more than 
one method within a research study, we are able to obtain a more complete 
picture of  human behaviour and experience’ (p. 113). 
For the purpose of  this research, the Parenting Stress Index – Short Form 
(PSI-SF) was used to identify the level of  stress within families. This mea-
sure has been used in previous studies examining stress and coping in 
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families caring for a child with an intellectual disabilities (e.g., Most, Fidler, 
Laforce-Booth, & Kelly, 2006; Shin, Nhan, Crittenden, Flory, & Ladinsky, 
2006). This measure has robust technical adequacy and overcomes the 
short comings of  not having a strong measure of  mothers well-being 
identifi ed in previous studies (Emerson et al., 2006)
A semi-structured interview was designed to follow the life history of  
the family with a focus on bringing up their child with an intellectual dis-
ability. This approach allowed for an open-ended approach, ensuring that 
mothers experiences were not limited. The life history approach allowed 
greater insight into ‘the life experiences of  individuals from the perspec-
tive of  how these individuals interpret and understand the world around 
them’ (Gall, Borg, & Gall, 1996, p. 604).
The life history approach allowed the researchers to ‘examine how [moth-
ers] talk about and retell their experiences and perceptions of  the social 
contexts they inhabit.’ (Goodson & Sikes, 2001, p. 1). This approach per-
mitted the relationship between the mother, their child and family, as well 
as their community to be explored over a period of  time. It also allowed 
for the development of  coping strategies to be examined over time, and 
whether they changed as a result of  time. 
Participants
Participants were drawn from two schools in metropolitan Sydney ca-
tering for students with special education needs. The primary diagnosis 
of  each child in these two schools was a mild to moderate intellectual 
disability. Students in a number of  cases had secondary diagnoses (e.g. 
autism, sensory disability, mental health issues). The education programs 
formulated for each student were based on the aims and the priorities that 
had been identifi ed through an individual planning process.
Each of  the two schools had more than 60 students enrolled with intellec-
tual disabilities; these students were in classes from Kindergarten to Year 
12. The schools were located in middle-class socio-economic areas of  
metropolitan Sydney. Students participated in their educational programs 
in classes comprised of  six to eight students led by a qualifi ed teacher, 
who was assisted by a teacher’s aide. One of  the schools had a strong reli-
gious base, and this infl uenced their education programs, and the way that 
students, staff  and parents engaged in school programs.
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A total of  13 mothers were interviewed as part of  the study reported in 
this paper. One participant did not have English as a fi rst language, and 
therefore questions required careful articulation and wording. Another 
mother undertook the interview based on her experiences of  having two 
children who had been identifi ed with special education needs. 
The 13 mothers ranged in age from 36 to 52 years, with a mean age of  
42.2 years. All but two mothers designated that they worked at home; two 
mothers were involved in full-time work that fi tted in with their child’s 
school hours, while two mothers stated that they saw their role at home 
as their primary employment, but undertook part-time paid employment. 
From the group, 10 of  the mothers were in a relationship (i.e. married or 
a long term partnership), the remaining three mothers being separated or 
divorced after the birth of  their child with a disability. 
The children with disabilities came from thirteen families. The mean age 
of  these children (10 male, four female) was 10.2 years (range: 5.1 to 13.5 
years). In 11 families there was more than one child (including the family 
with two children with a disability). In four families the child with a dis-
ability was the oldest, while in eight families the child with a disability was 
the youngest member of  the family. The remaining two children were the 
only children in the family. 
Procedure
Mothers involved in this study were drawn from two schools, schools with 
which the second author had professional links. Within these schools, 
staff  was seeking to understand more about the needs of  families in their 
school (e.g. stresses they faced, how the school may assist). Hence, this 
study was undertaken as part of  work by the authors, while providing 
independent information to the school executive and community. Infor-
mation was provided on those variables that parents found stressful, what 
strategies they were using to overcome these stressors, and how to formu-
late a way forward for addressing these stressors in the future. 
Parents of  children involved were sent a participant information letter to 
outline the project. The letter was delivered to parents via directors of  
those schools involved. On return of  a signed consent form, signed in 
all cases by the mother of  the family, a member of  the school executive 
contacted mothers to arrange a time for them to visit the school and par-
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ticipate in an interview conducted by the second author. Across the two 
schools, four days were set aside to conduct the 13 interviews. 
When mothers attended the interview, they were welcomed to the school 
by a member of  the school administrative staff. The second author con-
ducted interviews in the room allocated to the school counsellor. This 
room was typically quiet, and provided privacy for the interviews. The 
participating mothers were reassured that the interview would be con-
fi dential, that the interview would be audio-taped, and they could with-
draw from the interview and study at any time. The interview followed 
a semi-structured interview protocol, which guided the mothers through 
a history of  experiences related to their child. The interview questions 
covered general information (e.g. age, marital status, mother’s educational 
background). The questions posed also asked for details in regards to the 
diagnosis of  the child’s disability. Other areas of  focus, which were re-
fl ected in the interview questions, were: (1) the impact of  the disability on 
the relationship of  the parents, (2) their experiences with accessing ser-
vices and schooling, (3) coping strategies adopted by the family in regards 
to stressors that arose as a result of  having the child with a disability, and 
(4) the mother’s expectations for their child’s future.
The second author, who was experienced in conducting interviews with 
mothers of  children with a disability and sensitive to their needs, conduct-
ed the interviews. The fi rst author, and a research assistant, transcribed 
the interviews verbatim. Transcripts were checked by both authors for ac-
curacy of  transcriptions, then analysed by the second author. This strategy 
for preparing the data allowed the researchers to become familiar with the 
interviews, and interpretations of  voice tone and interview behaviour.
At the conclusion of  the interview, mothers were asked to complete the 
Parenting Stress Index – Short Form (PSI-SF) (Abidin, 1995). This measure 
had been used in previous research investigating stress and ways of  cop-
ing (e.g. Hassall, Rose, & McDonald, 2005; Kersh, Hedvat, Hauser-Cram, 
& Warfi eld, 2006) and provided a general indication of  the level of  stress 
that mothers were experiencing. Mothers responded to 36 items of  the 
PSI, using a fi ve point rating scale of  ‘Strongly Disagree’ to ‘Strongly 
Agree’. The measure comprises a Defensive subscale, three subscales and 
a total. The mothers were encouraged to question the researcher in case 
they did not understand the items. 
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Results
Parental Stress Index – Short Form
The administration of  the PSI-SF permitted a standardised, and well rec-
ognised instrument to confi rm that mothers were experiencing stressors 
in their life, and that this stress was higher than typically found in the 
general community. An examination of  the Defensive Response (DR) 
subscale, an indication of  how defensive mothers were in completing the 
PSI-SF, showed that in general mothers may not have been open in their 
responses, or may have attempted ‘to present the most favorable impres-
sion’ of  themselves (Abidin, 1995, p. 55).
The total score on the PSI-SF across the group showed that ten mothers 
recorded ‘clinically signifi cant levels of  stress’ (Abidin, 1995, p. 55). Two 
mothers reported moderate levels of  stress, while one mother was found 
to be at the 10th percentile. This latter result must be examined with cau-
tion when considered in regards to the Defensive Response outcome of  
10 (below the recommended minimum of  24). Generally, it was estab-
lished that the group of  mothers interviewed for this study were experi-
encing signifi cant levels of  stress. The following discussion of  interview 
data will be used to establish whether this stress was related to raising a 
child with a disability, what were some of  the major sources of  stress, and 
what strategies mothers used to cope with these stressors. 
Interviews with parents
The interview data were analysed using the constant comparative ana-
lytic approach to establish themes and patterns within the data relating to 
stress and coping (Bryman, 2004). Transcripts of  the audio-taped inter-
views were read a number of  times by the second author who identifi ed 
the key words and sentences connected with the purpose of  the research 
(i.e. identifi cation of  stressors in the lives of  mothers, identifi cation of  
coping strategies to meet the demands of  these stressors). 
In the following steps the emerging themes connected with coping strate-
gies were identifi ed and arranged into a synoptic fi gure. The results were 
then forwarded to the fi rst researcher who confi rmed or questioned inter-
pretations. The penultimate phase was an important part of  the analysis 
process, as both researchers removed themselves from the data for a pe-
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riod of  three months. The time distance allowed them to see the results 
with ‘fresh eyes’ and complete necessary adjustments.
In conclusion, a model of  coping strategies used in respective families was 
formulated and is shown in Figure 1. The major coping strategies devel-
oped by mothers of  school-aged children with intellectual disability are: 
(a) building/using social networks, (b) using inner resources, (c) taking ac-
tion, and (d) being able to enjoy life or to make use of  their leisure time. In 
the following section, each of  these coping strategies will be highlighted 
in the context of  stressors identifi ed by mothers.
Building/using social networks. Social networks (i.e. friendship for emotional, 
physical and social support) with partners/husbands and friends were an 
important avenue for mothers in developing coping mechanisms in the 
face of  stressful events or processes. These partnerships were, in some 
cases, themselves the casualties of  stressors arising from caring for a child 
with an intellectual disability. The impact of  a child with an intellectual 
disability on marriage/partnerships of  parents was emphasised by a num-
ber of  mothers. 
In the case of  those mothers in this study, the fi nancial impact of  ac-
cessing services to meet the needs of  their child with a disability was 
highlighted.
I would say we were lucky that we never separated the fi rst two 
years. Defi nitely … under lots of  pressure. Under fi nancial pres-
sure because ABA was very expensive … So, the natural thera-
pies were expensive, ABA was expensive, I wasn’t working, I 
was at home with a child – with the children, as there wasn’t 
much difference between both. My husband was working in 
X, and used to come home at weekends. So I was doing it on 
my own. I would say that we were very lucky that we survived. 
(Mother 14) 
Though the demands of  raising a child with an intellectual disability placed 
stress on partnerships, it did not necessarily mean that families were dys-
functional (Beckman, 1991) as other factors play an important role in 
terms of  stability of  the partnership. For example, one of  the mothers 
noted that past experiences, including the way parents themselves had 
been raised, played an important part in keeping relationships intact. 
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The role of  the child’s father in caring for the child was addressed in the inter-
views. The manner in which fathers coped with the stresses of  raising a child 
with an intellectual disability was varied and impacted on the type and quality 
of  the relationship between parents. In the words of  one mother: 
He wasn’t really supportive; I had to really support him ... Be-
cause the fathers think, ah, that they are the provider of  the 
family. I’ve done this. This is all my fault. You know, that’s what 
they think. And I’m like, don’t be stupid. This is just … you, 
know, they really feel guilty like it is their fault. It was really 
hard for him. (Mother 12)
It could be interpreted in some cases that fathers found a coping strategy 
in their employment, resulting in mothers feeling lonely and isolated.
I think it was a lot harder for him and I don’t think he accepted 
it for a long time, for years, probably, well it took a while any-
way and so he would work really long hours and travelled a lot 
so he wasn’t here for a lot of  the early years. (Mother 9)
While mothers were sometimes critical about the support from their hus-
band/partner, when asked whether there was anything was missing from 
her partner in terms of  support, one mother responded in the following 
way: ‘No, he was probably missing from me. I probably gave everything 
into my son, and put him by the wayside for a little while’ (Mother 14).
Using inner resources. Coping strategies coded from the interviews as inner 
resources indicated that mothers relied on resources from within to ad-
dress the impact of  stressful events. Mothers, for example, mentioned the 
‘one step at a time’ approach.
We just get over one thing at a time. At fi rst I would try and 
think, you know, about all of  her life. But then you can’t do it. 
You stress out. One thing at a time, get over this hurdle, then 
we get over the next. (Mother 12)
Some mothers highlighted an approach that was seen as going into sur-
vival mode. In the following example, this ‘survival mode’ impacted nega-
tively on the opportunity to draw support from social networks.
… school holidays, the Christmas holidays, the six week ones, 
are really hard and I just tend to stop and I tend to go into 
survival mode, and I just stop ringing friends and stop going 
151
anywhere because it’s just too hard, so I think that’s just a cop-
ing mechanism. (Mother 9) 
An important inner resource for mothers when coping was focus on the 
positive features of  the child. Most mothers mentioned the loving and 
empathic personality of  their child with an intellectual disability. In the 
words of  a mother of  fi ve children:
She’s loving, she’s different than the other kids. She will come 
… she asks me all the time, ‘Mum, but are you okay?’ You 
know, like it’s different, you know. They’ve got a different per-
sonality, they are loving, and they want cuddles, yeah, yeah. She 
always tells me that she loves me. The other kids do too, some 
don’t … a couple of  them don’t. (Mother 12)
The mothers were also able to refl ect on the way that parenting a child 
with an intellectual disability had changed them in terms of  their values, 
priorities and personality. In refl ecting on the impact on their lives, moth-
ers were also aware of  how they had become stronger. Many mothers 
mentioned patience, humility and being a better advocate for their child 
as the most important areas in which they had changed.
… it made me see what’s important. And it taught me a lot 
of  things. It taught me patience, like I’ve always been a pret-
ty patient person, but it taught me to have much more pa-
tience … Humility, I suppose, I don’t know, but … special 
children teach you a lot. [That’s true.] Because they have to go 
through so much … that other people take for granted, and 
even like their parents take for granted, it just, it knocks, it just 
knocks you over. The respect and the love you have for them. 
(Mother 13)
I think ... in the beginning you don’t think it makes you better, 
no, you hate God. You know, my husband disbelieved every-
thing. I think now over the years, it does make you a better 
person over all, yeah, it does. (Mother 12)
While mothers refl ected on the positive impact of  their child on them 
personally, they were also open about how they sometimes consider less 
positive feelings. One mother, for example, indicated that having a child 
with intellectual disability changed her in a negative way: ‘…you sort of  
152
lose yourself, you become a disability mother and you forget who you are’ 
(Mother 11). This negative state seemed to be linked, however, to where 
parents were in their acceptance of  their child strengths:
I think when we were trying to do all the things to cure him, 
that’s when the family was under the most stress. I think once 
we actually accepted the fact that this is it, this is what we have 
got, we can make him better but can’t change the fact that he 
has got autism. Then the family settled down. (Mother 14)
Taking action. In contrast to the use of  inner resources, taking action strat-
egies involved parents undertaking overt actions in advocating for their 
child. A common ‘taking action’ approach was to regularly seek medical 
advice for themselves and/or their child (e.g. psychologist or psychiatrist), 
and actively looking for help from within educational, community ser-
vices, or health systems to help meet the needs of  their child. 
In a number of  cases, however, these services were the source of  consid-
erable stress (e.g. waiting lists for therapy services that extended beyond 
18 months, services where staff  were not appropriately trained to meet 
the needs of  a child with a disability, limited access to early interven-
tion services). Mothers in a number of  cases felt they were helpless in 
overcoming these obstacles, despite their actions of  requesting access to 
services and putting their child’s names down on waiting lists. These sig-
nifi cant obstacles were a source of  signifi cant stress that in more than one 
case reduced mothers to tears. 
A number of  mothers reported their actions of  seeking out alternate ser-
vices for their child. This was a typical action in the early stages of  identifying 
whether their child was having diffi culties in their development, as early inter-
vention services were often slow to come available:
… we tried alternative medicine before we tried traditional 
treatments. We have never tried drugs with him. We tried all 
the natural treatments, and we have done a lot of  ABA, you 
know the … We have done the Lovas program, we done Lovas 
for about two and half/three years. (Mother 14)
Accessing early intervention services was an action taken by all families 
involved in this study. The number of  services available was reported by 
mothers to be insuffi cient, and this created considerable stress. The bu-
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reaucratic nature of  accessing services was found to be bewildering and 
puzzling, while in some cases the annual nature of  funding left families 
unsure about continuity of  services. In these cases families took action, 
and sought out alternate services (e.g. diet, herbal therapies). This action is 
in line with fi ndings from a recent study by Roberts and colleagues (2007), 
where some families with a child with autism reported to have accessed 
more than twenty therapies and services for their child. 
As a group, mothers were worried about the future of  their child, espe-
cially what would happen once they, as parents, were no longer there. As 
a result, families were involved in a range of  problem solving actions in 
regards to future planning for their child. Mothers outlined strategies that 
included making fi nancial arrangements for their child, envisioning sib-
lings of  the child with an intellectual disability to be prospective caregiv-
ers, or building support networks with other parents/friends or relatives 
to ensure life-long care for their child. 
I’m quite at peace with the fact that my oldest son will prob-
ably always need somebody to make decisions for him or sign 
things for his welfare. And, ultimately that responsibility will 
fall to his siblings because my birth family is not up to that and 
I’m perfectly aware of  that. So, I … my thinking was that God 
gave us my youngest child so that the burden would be shared, 
not all squarely on my second born son’s shoulder because it 
is a big job. And as his mother who loves him the most, I am 
perfectly aware how much of  a right it is. Look I know about 
caring for him later on, but I’m quite at peace with the idea that 
my son will be with me until the day I die. And then, they look 
after caring for him, but it will still be on their shoulders. It will 
still be up to them, so they have got each other then, which 
gives them not only feedback but somebody else to … burden, 
share the load with. Because it is, it’s a huge load. (Mother 18)
In another instance, the mother was pregnant with a second child, with 
an expectation this child would provide support to their brother with a 
disability in adulthood.
I would also hope that a sibling would help. Absolutely, that’s 
… whether a child has special needs or not, that’s a duty as a 
family member, like I look after my mother who lives nearby, 
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and that’s a welcome duty. So, that’s also the other contributing 
reason for having, pursuing a sibling, for my son. (Mother 7)
When mothers were asked to make a wish about what they would like 
from life, in many cases their wishes focused around ongoing, and safe 
care for their child with a disability. The mother of  a child who required 
long term care stated:
For her health, to make sure that her health would be good. 
And then also for her to look more like one of  us. I suppose, 
if  they could get her the best they can get her. And then … I 
don’t know … support for … her brothers to keep an eye on 
her all through life, you know. (Mother 12)
In other cases, mothers highlighted plans that involved considerable fi nan-
cial planning within the family in order to overcome the concern about 
what would happen to their child with a disability once they were unable 
to care for them. One mother stated that, ‘Financially I have set him up 
with shares. Security wise he will have the house that my husband and I 
have when it is our time to pass away’ (Mother 7).
Other mothers indicated they had undertaken substantial plans for their 
child using a combination of  fi nancial resources, and network supports 
they had developed. For example, one mother stated:
We have got another three friends who have got children with 
disabilities, and what we are hoping to do is eventually buy some-
where between the four of  us and try and get the children in there. 
And to get the government to provide a full time carer, but for 
there to always to be one parent or one sibling as a carer so there 
is always somebody from the inside. (Mother 14)
A source of  stress for some mothers was evident around the way people 
in their environment reacted to their child. Despite the general climate 
toward people with an intellectual disability changing over the last two 
decades, the reactions of  some people to a child’s disability appeared to 
be negative. One of  the mothers admitted her anger about ongoing com-
ments made by people in public about the behaviour of  her son, and her 
action was to withdraw from going into some public domains. 
I actually physically stopped going to our mall for like eight 
months because I just was not in the place where I could not, 
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not say anything anymore. I actually nearly slapped a woman, 
it was only that I had my son with me that stopped me. And 
because, honestly ... it was somebody my own age. That’s what 
horrifi ed me most. That’s somebody who is as educated as I 
am in the … because no person that age isn’t educated in Aus-
tralia in this day and age. A well dressed woman, with children 
of  her own, obviously, you know, just a normal person. Having 
somebody my own age behaving in that way was just horrify-
ing to me. (Mother 18)
Some mothers gave up on efforts to explain to the public their position, and 
coped by way of  silent ‘resignation’ or an ‘acceptance of  the status quo’.
Like people look at her. There is something different about 
her and they look at her. In the beginning it used to annoy me. 
A couple of  times, a couple of  old people … when she didn’t 
have her fi ngers released, they used to say, ‘Look at that, look 
at her fi ngers.’ They used to go, ‘It looks like she has got mit-
tens on.’ In the beginning, it used to annoy you a little bit, but 
then it never used to. You used to, like, want to educate people 
like it’s … it didn’t worry me. (Mother 12)
A major source of  stress for mothers was centred on making a decision 
whether to have another child, with the knowledge that they already had 
a child with a disability. In 10 of  the families represented in this study, the 
child with a disability was the only or the youngest child in the family. 
I was scared … if  it wasn’t for her pediatrician, suggesting for 
me to have more kids. It would be good, it’ll be good for her, 
you know. And I did, I did … but having the one after her was 
very scary, because we didn’t have that feeling, it’s all scary. And 
then when I pushed him out, I wouldn’t open my eyes. But has 
he got eyes, are his lips all right? Has he got a nose? I was so 
scared. My husband was going, ‘Open your eyes, he’s alright’. 
(Mother 12)
Mothers who gave birth to another child after the birth of  their child with 
a disability articulated their anxiety about the possibility of  having another 
child with a disability. While celebrating the arrival of  each child, and iden-
tifying the valuable learning experience that surrounded raising her some 
with a disability, one mother echoed this anxiety:
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Because I am terrifi ed, I am absolutely terrifi ed and won’t be 
happy until he is two. Oh, look it’s just as much as you reconcile 
yourself  during pregnancy that it’s a risk, because I had every 
test known to man this time … and you say that you are okay 
with it. I am still very anxious. And, we are actually involved in 
a few programs so that I can have professional feedback along 
the way to make sure, because, I am anxious and once it’s in 
your family there are chances. And him being male scares me, 
because my second son is okay but, it’s the higher incidence of  
males being affected that scares me. But, having said that I am 
much more capable and educated this time about play and the 
sort of  play to look out for and what changes ..and just by be-
ing insistent you get to know lots of  things. (Mother 18)
In the words of  one mother, giving birth to a healthy son following the diag-
nosis of  her fi rst son with a disability was a defi ning moment in her life. 
I was already pregnant before my son’s problems had started 
to show. They are actually only 21 months apart. So, having 
the second son come through okay was also a defi ning mo-
ment because it meant that I didn’t just make broken babies. 
(Mother 18)
Being able to enjoy life or to make use of  the leisure time. Mothers were aware of  
the necessity to relax and take opportunities to enjoy life, however, they 
often lacked the chance to do so. The ability to relax is also dictated to a 
degree by the age of  the child. Mothers participating in this study often 
mentioned that, during the fi rst years of  parenting a child with an intel-
lectual disability, constant care of  the child was required. As time passed, 
the feeling of  being exhausted became apparent for these mothers and 
they realised the need to relax.
The most common ways of  relaxation were: reading, sporting activities, 
taking the opportunity to sleep or visit friends.
I really like to walk, so of  a morning I always try and get up 
before everyone gets up. I go for a walk, and plan the day. That 
relaxes me, and gets me ready for the day. And I always feel 
that no matter how stressed out I am at the end of  the day I 
always feel better if  I have been for that walk in the morning. 
Because I know that I have my time, that time for myself. And 
157
I have to say it, I like a glass of  wine when my daughter goes to 
bed. I go out into the backyard, and sit out the back and have 
a glass of  wine, in the cool, whatever, watch the news or some-
thing, and I enjoy that. I do that most nights. I have a glass of  
wine, and just try and unwind a little bit. (Mother 13)
Finding time to relax was also achieved through accessing respite care 
services. Gaining access to this service was a source of  great stress to a 
number of  mothers, with the perception that government services, or the 
support of  respite care, was being reduced or eliminated. In the case of  
one mother, who claimed that support networks had broken down from 
stress arising from issues related to caring for her child with a signifi cant 
intellectual disability with severe behaviour diffi culties, to access respite 
services on a regular basis was a major source of  stress. In this case, the 
coping mechanism adopted was based on drawing from inner resources, 
as taking action was ineffectual with government agencies with limited 
resources. She also resigned herself  to meeting the needs of  her child 
through her own skills and knowledge as she did not have the fi nancial 
resources to fund respite and therapy herself. 
Discussion
The study reported in this paper investigated the level and sources of  
stress amongst 13 families with a child with an intellectual disability and 
the strategies that the mothers used to cope with these stressors. Using an 
interview protocol, this study reported the coping strategies that mothers 
and families used to respond to various stressors they linked to raising a 
child with an intellectual disability. 
The mothers in this study showed, through scores reported on the PSI-
SF, evidence of  stress levels that were higher than the general population 
of  parents. This outcome supported fi ndings of  previous studies (e.g. 
Margalit & Kleitman, 2006; Oelofsen & Richardson, 2006; Twoy et al., 
2007), those families raising a child with an intellectual disability report 
higher levels of  stress than those families who are not raising a child with 
a disability. This observation should not be taken as making a specifi c or 
causal link between to the two areas, but mothers in this study were clear 
in reporting that caring for a child with a disability was challenging and 
rewarding, but at times stressful. 
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Participants provided evidence of  a number of  sources of  stress related 
to raising a child with an intellectual disability. Common sources of  stress 
were connected with negative attitudes of  some people in their environ-
ment towards their child, and service provision. Provision of  services 
during the early stages, when establishing the nature and severity of  a 
disability, was a particular source of  stress for mothers, followed by dif-
fi culty in accessing suffi cient, quality early intervention services. As chil-
dren reached school age, stress focused around locating an appropriate 
education setting and program, and suffi cient respite care to allow families 
to manage demands of  life, relationships and other children. 
The strategies for dealing with service agencies were mixed. Mothers gen-
erally reported that if  they were able to access services, the quality of  
it was sound. Stress arose in terms of  accessing a suffi cient quantity of  
services. A couple of  families reported they had spent large amounts of  
money in purchasing alternate, non-government services. These services 
provided in excess of  20 hours of  therapy per week, the recommended 
minimum number of  hours of  early intervention for students with autism 
(Roberts & Prior, 2006). As a result, mothers made changes to their lives 
and the priorities they had for themselves and the family. 
The value of  providing services to families in order to cater for a child 
with a disability was considered essential by families, yet appears to be 
discounted by governments and services at most parts of  the journey 
that parents in this study had traveled. Health services, for example, are 
often responsible for delivering the news to parents that their child has a 
diagnosed disability. This task is not an easy one, yet is essential to assist 
parents to access services. Mothers in some cases (e.g. where a disability 
was clearly evident at birth or in the fi rst months) reported how these ser-
vices were immediately available and supportive. However, a number of  
mothers reported, in very emotional terms, stories of  having to fi ght for 
service provision (i.e. taking action or advocating for their child), or for 
acknowledgement of  their concerns about their child, because health ser-
vices were reluctant to make a defi nitive decision that a child had a special 
need or disability. The results of  this study found that the indecision in 
responding to parental concerns about their child’s signifi cant diffi culties 
was a stressor for parents. The results of  this study point to a need for a 
review of  how children are identifi ed as being eligible for early interven-
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tion services. That is, provision of  assistance to access services in cases 
where a child is not reaching typical milestones, but has yet to be given a 
recognised diagnosis (e.g. intellectual disability). 
The results of  this study, supported by other researchers (e.g. Turnbull, 
1985; Behr, 1990; Stainton & Besser, 1998), highlight the need to bring 
the positive aspects of  parenting a child with a disability to the attention 
of  professionals, and to use these fi ndings when working with families 
(e.g. support groups facilitated by professionals who can help parents to 
address stressors that may be linked to caring for a child with a disability). 
This study, for example, uncovered positive stories about support agen-
cies, with schools rated by parents as being sensitive to their needs. 
An underlying source of  stress from mothers was the long-term well-
being of  their child with a disability. In some cases mothers had adjusted 
their life priorities and accepted that they would be responsible in some 
way for the care of  their child until their death. Mothers also made it evi-
dent that they had considered alternate plans leading up to this time, and 
beyond. This included expectations that siblings would care for the child, 
fi nancial arrangements for ongoing professional care, and the use of  sup-
port networks (e.g. joining forces with others families with a child with a 
disability to establish a community house with part care provisions). This 
fi nding is supported in part by research by Taunt and Hastings (2002), 
who reported that while some families were anxious about the long-term 
future of  their child with a developmental disability, in general families 
had positive perceptions about their child’s well-being. 
Mothers in this study were found to have developed, over time, consider-
able inner strength in regards to advocating for their child with a disability. 
In some cases they felt they needed to deal with the stress of  people in the 
community making judgments about them and their child by taking action 
(e.g. reacting to comments, explaining to people their child’s condition). 
On other occasions, it would appear that mothers felt that taking a deep 
breath, or drawing on some inner source of  strength (e.g. ‘one step at a 
time’, going into survival mode) would allow them to cope with stressful 
events. The one strategy that was not apparent in this study, but had been 
found in previous research, was the reliance on spiritual or religious be-
liefs (Bayat, 2007; Taunt & Hastings, 2002).
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Mothers and families drew strength from, or considered there to be a posi-
tive impact of, raising a child with a disability (e.g. greater compassion, greater 
confi dence in themselves). These results concur to some extent with work 
by Scorgie and Sobsey (2000) who reported that some families went through 
similar personal transformations as those in the study when raising a child 
with a disability. These authors reported fi ndings that were not found in this 
study to the same degree. That is, some parents went through personal trans-
formations (e.g. advocacy for their child, changed role in their community 
from being in a community to being part of  a community), relational trans-
formations (e.g. stronger marriage, expanded friendship network) and per-
spective transformations (e.g. a feeling of  serving others).
The interview data in this study were analysed to identify a number of  
stressors and the coping strategies used by mothers to manage the de-
mands of  these stressors. The analysis of  data identifi ed a number of  
coping strategies that were organised around the variables in Figure 1. An 
examination of  these strategies provides ongoing evidence to support the 
Process Model of  Coping posed by Lazarus and Folkman (1984). The 
interview data shows that emotion-focused and problem-focused prob-
lem solving strategies are predominant, linked, and are interdependent 
on each other (Lazarus, 2000). In this study, mothers who were stressed 
when dealing with agencies (e.g. lack of  respite care) often drew on inner 
resources to cope with this stressful event (e.g. ‘one day at a time’, focus-
ing their energies around the variables that they could manage).
This study reported the outcomes from thirteen mothers raising a child 
with an intellectual disability. MacDonald, Fitzsimons and Walsh (2006) 
reported that female caregivers tended to use problem solving coping 
strategies more than male caregivers. While this comparison was not pos-
sible to confi rm in this study, the results correspond with our study in that 
mothers were perceived as more effi cient when developing problem solv-
ing strategies of  either an active (i.e. taking action approach) or passive (i.e. 
inner resources) nature. The general perception of  fathers, or partners, by 
the mothers in this study was that they found it diffi cult to cope with the 
stress of  raising a child with a disability. This perception does not match 
the outcomes reported by Trute, Hiebert-Murphy and Levine (2007) who 
found there to be no gender difference in regards parental appraisal of  the 
impact of  a child with a developmental disability. 
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While the failure to include fathers is a limitation of  this study, it provides 
fertile ground for future research in the area. The authors of  the study 
are also aware that they interviewed a small number of  mothers, from 
two schools, in a middle class area of  Sydney. While caution is required 
in interpreting the results of  this study, a number of  fi ndings support the 
work of  previous research in the area. However, the life history approach 
to collecting interview data allowed for a differing perspective to be taken 
on the experiences of  mothers caring for a child with a disability. Further 
studies could advance the use of  this methodology, while also addressing 
the limitations listed above.
Conclusions
The aim of  this study was to examine the stresses parents faced in rais-
ing a child with an intellectual disability, and the strategies that they have 
developed in order to cope with these stresses. The mothers in this study 
had developed a wide range of  coping strategies, including the use of  
support systems offered within their social network, how they viewed 
and advocated for their child, and using inner resources to explore ways 
of  enjoying life and relaxing. The knowledge of  different – and undoubt-
edly very individual – coping strategies might help professionals work-
ing with children with intellectual disabilities and their families to answer 
their needs in a more appropriate way. 
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